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were	 broadened	 to	 include	 any	 peer‐reviewed	 literature	 focussing	 on	 substance	
use	specifically	and	end	of	 life	care.	There	were	60	papers	 that	met	 the	 inclusion	
criteria.	These	were	quality	assessed.	Using	a	textual	thematic	approach	to	catego‐
rise	findings,	papers	fell	into	three	broad	groups	(a)	pain	management,	(b)	homeless	
and	marginalised	 groups,	 and	 (c)	 alcohol‐related	 papers.	 In	 general,	 this	 small	 and	
diverse	literature	lacked	depth	and	quality.	The	papers	suggest	there	are	challenges	
for	health	and	social	care	professionals	 in	meeting	the	end	of	 life	needs	of	people	
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1  | BACKGROUND
In	 the	 last	 20	 years	 there	 have	 been	 numerous	 changes	 evident	
among	 the	 population	who	 use	 substances	 whether	 this	 be	 alco‐
hol	 or	 other	 drugs.	 The	most	 important	 changes	 appear	 to	 be	 an	
increase	 in	 the	 number	 of	 older	 drugs	 users,	 a	 subsequent	 rise	 in	
rates	 of	 death	 from	 non‐drug	 related	 conditions	 (Beynon,	 2010),	
an	increase	in	alcohol‐related	morbidity	among	older	users	(Kaplan	
et	al.,	2012)	and	 the	burgeoning	of	New	Psychoactive	Substances	
(NPS)	 use.	 The	 increase	 in	 older	 drug	 users	 may	 be	 associated	
with	 changes	 to	 the	 treatment	management	 for	 illicit	 opiate	users	


























and	have	patterns	of	disease	and	morbidity	 that	 reflect	 the	 impact	
of	 substance	use	or	 the	 traumatic	 life	experiences	more	 frequently	
encountered	 in	 this	 group	 (Beynon,	Roe,	Duffy,	&	Pickering,	 2009;	
Beynon	et	al.,	2010).	 In	addition,	 there	are	higher	 rates	of	alcohol‐
related	morbidity	 and	mortality	 associated	with	 chronic	 and	 acute	
alcohol	 problems	 (Chang,	 Kreis,	Wong,	 Simpson,	 &	 Guymer,	 2008;	
Shield,	 Parry,	 &	 Rehm,	 2014;	Taylor	 et	 al.,	 2010).	 This	 highlights	 a	
more	nuanced	picture	of	 alcohol‐related	harm	given	 that	 the	high‐










are	 homeless	 (Henshall	 et	 al.,	 2018).	 The	 impact	 of	 NPS	 use	 on	
mortality	and	morbidity,	both	medium	and	long‐term	has	yet	to	be	
evaluated.





care	 (Etkind	et	 al.,	 2017).	 There	 appears	 to	be	only	 fragmented	
evidence	relating	to	 (a)	 the	extent	and	nature	of	 the	care	needs	
by	 people	 using	 substances	 and	 (b)	 the	 challenges	 services	will	
face	in	supporting	people	with	problematic	substance	use	at	the	




of	 life	care	 for	people	with	problematic	 substance	use	 (Galvani,	
Tetley,	et	al.,	2016).
1.1 | Conceptual framework
Within	 the	 current	 literature,	 discrete	 definitions	 of	 palliative	 as	
opposed	 to	 end	 of	 life	 care	 are	 ambiguous	 and	 indistinct	with	 au‐
thors	often	interchanging	between	the	two	terms.	For	this	REA,	we	
explored	 the	 existing	 theoretical	 literature	 and	 sought	 advice	 from	
experts	 in	 the	 field.	We	based	 the	definition	of	palliative care on a 
combination	 of	 World	 Health	 Organisation	 (WHO)	 guidelines	 and	
part	 of	 a	 definition	 used	 by	 the	 European	Association	 of	 Palliative	
Care	(EAPC):
What is known about this topic




•	 Problematic	 substance	 users	 often	 present	 with	 com‐
plex	 social	 and	medical	 problems	 that	make	 accessing	
formalised	 end	 of	 life	 care	 services	 more	 difficult	 to	
navigate	than	other	populations.
What this paper adds
•	 This	 paper	 identifies	 and	 documents	 the	 limited	 evi‐
dence	base	that	exists	on	end	of	life	care	for	people	with	
substance	problems.
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Palliative	 care	 is	 an	 approach	 that	 improves	 the	
quality	 of	 life	 of	 patients	 and	 service	 users	 facing	
the	 problems	 associated	 with	 life‐threatening	 ill‐

















the	misuse	 of	 prescription	medication.	 Substance	 use	we	 initially	











focussed	 initially	 on	 care	 responses	 and	was	 broken	 down	 further	
into	the	following	aims:
1.	 To	explore	and	document	the	evidence	base	that	already	exists	







as	 the	most	appropriate	 research	 tool	 to	use	 to	enable	a	 speedy	
identification	 of	 key	 pieces	 of	 evidence.	 This	 would	 inform	 our	
wider	study	and	provide	a	reference	document	to	underpin	further	
work	on	 this	 topic	 in	 policy	 or	 practice.	REAs	 can	be	defined	 as	
providing.
‘…	a	more	structured	and	rigorous	search	and	quality	assessment	
of	 the	evidence	than	a	 literature	review’	but	one	critique	 is	 that	 it	
has	narrower	parameters	and	is	not	“as	exhaustive	as	a	systematic	
review”	 (Department	 for	 International	Development	 (DFID),	 2017:	




ity	 of	 evidence	 focusing	 on	 topic	 areas	 to	 support	 commissioning	
or	programming	decisions	 and	 identifying	evidence	gaps	 requiring	
further	research	 (DFID,	2017:	online).	An	REA	is	conducted	within	
a	shorter	 timeframe	than	a	Systematic	Review	but	 retains	 the	key	
characteristics	of	systematic	review;	transparency,	replicability	and	
comprehensiveness	 (Government	 Social	 Research	 (GSR)	 and	 EPPI	
Centre,	2009;	Galvani	&	Forrester,	2011;	GSR,	2013).
Our	initial	goal	was	establishing	if	there	were	any	interventions	
for	 this	 group.	 As	 the	 review	 proceeded,	 the	 lack	 of	 a	 cohesive	
body	 of	 evidence	 to	 answer	 the	 research	 questions	 indicated	 be‐
came	clear.	Therefore,	a	combination	of	a	REA	and	systematic	map‐
ping	 methodology	 (Clapton,	 Rutter,	 &	 Sharif,	 2009)	 was	 adopted.	
Systematic	maps	aim	to	describe	the	existing	literature	and	gaps	in	
the	 literature,	 in	 a	 broad	 topic	 area	 and	 the	 literature	 quality	 and	
content	can	be	analysed	in	depth	or	more	superficially	as	appropri‐






This	REA	was	an	 iterative	 review,	 the	 findings	of	which	 sought	 to	
support	the	wider	programme	of	research	of	which	it	was	part.	To	
ensure	it	did	so,	five	separate	protocols	were	developed	for	the	ini‐
tial	 searches	 that	 spoke	directly	 to	 the	 focus	of	 the	other	 strands	
of	the	research.	The	first	protocol	examined	the	prevalence and in‐
cidence	of	palliative/end	of	life	care	and	co‐existing	substance	use/
problematic	 substance	 use.	 The	 second	 reviewed	 interventions	 for	
people	using	alcohol	or	other	drugs	with	co‐existing	end	of	life	con‐
ditions	 and	 their	 families,	 carers,	 friends.	 The	 third	 examined	 the	
personal/family/social experiences,	challenges	and	opportunities,	 for	
people	using	alcohol	or	other	drugs	with	co‐existing	end	of	life	care	
conditions.	 The	 fourth	 and	 fifth	 searches	 focused	 on	 both	profes‐
sional/clinical/practice challenges/concerns	for	practitioners	support‐
ing	 those	using	alcohol	or	other	drugs	with	co‐existing	end	of	 life	






















Social	 Care	 Online,	 Web	 of	 Knowledge	 (including	 Social	 Science	
Citations	Index),	Web	of	Science,	SSCI,	Samsha,	NIAAA.
Studies	reviewed	were	published	in	peer‐reviewed	journals	be‐




additional	 limiter	was	 that	 the	papers	were	written	 in	English.	We	
excluded	tobacco‐related	studies.	Excluded	papers	were	coded	A‐E	
(see	coding	table	below	in	Table	2).
2.4 | Data extraction and synthesis
Given	 the	 dearth	 of	 intervention	 studies	 and	 the	 limited	 literature	
found	 through	 the	 initial	 searching,	 a	 systematic	mapping	 approach	
was	adopted.	This	facilitates	a	visual	map	of	the	existing	literature	on	
the	broad	topic	of	substance	use	and	end	of	life	care.	It	also	allowed	
categorisation	of	 the	existing	evidence	 in	a	number	of	ways,	 includ‐
ing	 its	 methodology,	 focus	 and	 country	 of	 origin.	 Textual	 narrative	







ers	 independently	 categorising	 and	 theming	 the	 papers.	 (b)	Themes	
produced	by	each	researcher	were	compared	and	a	consolidated	list	
produced.	(c)	sub‐group	synthesis	were	then	developed.	If	there	were	








The	 quality	 of	 the	 individual	 studies	was	 assessed	 based	 on	 six	
principles	derived	from	DFID	guidance,	each	of	which	have	a	num‐
ber	of	quality	related	questions	within	the	principles	(DFID,	2014).	
The	key	principles	 are:	 (a)	Conceptual	 framing,	 (b)	Transparency,	


















diverse	 in	methodology,	 focus	 and	 audience.	 The	 systematic	map	






























papers	 (n	 =	 6).	 In	 addition,	 five	 remaining	 papers	were	 diverse	 in	
focus	and	methodology.
3.2 | Pain management

















descriptions	 or	 discussions	 of	 practice	 (Krashin	 et	 al.,	 2012,	 2015;	
Passik	et	al.,	2009;	Pancari	&	Baird,	2014;	Riesfield	et	al.,	2009).
In	 terms	 of	 the	 populations	 of	 interest,	 the	 majority	 of	 pa‐
pers	(n	=	13)	were	within	a	context	of	pain	in	cancer	care	(Arthur	
et	 al.,	 2016;	 Barclay	 et	 al.,	 2014,	 Burton‐MacLeod	 et	 al.,	 2008;	
Carmichael	 et	 al.	 2016;	 Childers	 et	 al.,	 2015;	 Kirsh	 &	 Passik,	
2006;	Koyyalagunta	et	al.,	2011;	Kwon	et	al.,	2013,	2015;	Passik	
et	al.,	2009;	Rowley	et	al.,	2011;	Taveros	&	Chuang,	2016;	Walsh	
&	 Broglio,	 2010).	 One	 study	 examined	 pain	 in	 prison	 popula‐
tions	 (Williams	 et	 al.,	 2014)	whilst	 Kutzen	 (2004)	 and	Knowlton	
et	 al.	 (2015)	 focused	on	pain	 in	 the	context	of	HIV	disease	with	
Koyyalagunta	et	al.	(2011)	also	exploring	a	subset	of	HIV	patients.	





papers	 acknowledged	 both	 the	 complexity	 of	 pain	management	




2014).	 This	 led	most	 papers	 to	 emphasise	 the	need	 for	 compre‐
hensive	assessment	as	an	essential	step	in	managing	pain	in	people	
using	substances,	requiring	active	engagement	from	the	clinician.
F I G U R E  1  Review	process	from	initial	
search	to	final	sample	of	papers Total number of hits
n = 4384
First screening of tles 
Total removed
n = 4232




Not about sub use n = 25
Not about EOL care n = 36




Not about sub use n = 6
Not about EOL care n = 2
Neither about sub use or EOL n = 2
Final sample for inclusion
n = 60
Not about sub use or EOL  
n = 4232
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3.3 | Homeless and marginalised groups
This	group	of	papers	focussed	on	people	who	are	homeless	or	pre‐
cariously	housed,	people	with	mental	health	difficulties	and	people	




The	 majority	 of	 papers	 in	 this	 thematic	 group	 focussed	 on	 home‐
less	and	precariously	housed	persons	 (Collier,	2011;	Dzul‐Church	et	
al.,	2010,	Hudson,	2016;	Kusel	&	Miaskowski,	2006;	MacWilliams	et	














planning	being	 important	because	of	 their	 ‘…	belief	 that	EOL	care	 is	
paternalistic	and	unresponsive,	advance	care	planning	was	also	seen	
as	a	way	to	maintain	control’	(p.	437).
F I G U R E  2  Systematic	map:	Substance	
use	and	end	of	life	care
Date: (n = 60) 
(date parameters 2004-2016)
2004-2008 (n = 12) 20%
2009- 2012 (n = 23)  38.3%
2013-2016  (n = 25) 41.6%
Country (n = 60)
USA   (n = 34) 56.7% 
Canada (n = 12) 20%
UK   (n = 9)  15%
Australia   (n = 3)  5%
Italy  (n = 1)  1.6%
Sweden (n = 1) 1.6%
Type of Publication (n = 60)
Journal Article   (n = 58)  96.7%
Book chapter  (n = 2)  3.2%
Content (n = 60)
Pain management (n = 25)  41.6 %
Homelessness and marginalised 
groups  (n =24 ) 40%
Alcohol related  (n = 6 )  10%
Other (n = 5) 8.3%
Empirical/Unempirical (n = 60)
Empirical  (n = 32) 53.3 %
Unempirical  (n = 28)  46.6%
Qualitative/Quantitative/Mixed 
Methods (n = 32)
Qualitative  (n = 11)  34.3%
Quantitative  (n = 21) 65.6% 
Mixed  (n = 0) 
Type of Study (n = 32)
EMPIRICAL
Cross sectional  (n = 6)  18.7%
Focus groups  (n = 2)  6.2%
Interview  (n = 9)  28.1%
Survey (n =6) 18.7%
Retrospective Chart review (RCR) (n = 
9) 28.1%
Type of Study (cont.)
UNEMPIRICAL (n= 28)
Case study  (n =10)  35.7%
Description of practice  (n =8)  28.5%
Literature review  (n = 5) 17.8%
Systematic review (n=3) 10.7%
Book chapter (n=2) 7.1%
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MacWilliams	et	al.’s	(2014)	case	study	approach	identified	sim‐
ilar	 issues	 but	 focused	on	 the	 consequent	 difficulties	with	 com‐




of	 addressing	 such	 difficulties.	 The	 remaining	 papers	 examining	
homelessness	 included	 one	 systematic	 review	 paper	 from	 the	
UK,	(Hudson,	2016),	Webb	(2005)	who	examined	seven	UK	hostel	





use	 such	 as	 overdoses	 and	 suicides.	 Page	 et	 al.	 (2012)	 also	 pro‐
posed	 that	 this	meant	 that	 the	 circumstances	of	 death	 could	be	
improved	by	more	effective	delivery	of	end	of	life	care	to	home‐
less	persons.






number	 of	 authors	 suggested	 screening	 and	 referral	 to	 second‐







undertook	 a	 retrospective	 chart	 review	 (single	 institution)	 from	
83	 late‐stage	 HIV	 patients	 from	 Canada	 highlighting	 substance	
use	 co‐morbidities	 of	 a	 subset	of	 people	dying	with	HIV‐related	
conditions.	 Two	 papers	 from	 the	 USA,	 Karus	 et	 al.	 (2004)	 and	
Morgan	and	Kochan	(2008)	explored	HIV	in	relation	to	substance	








adone	 counsellors’	 palliative	 and	 end	 of	 life	 care	 skills	 (Doukas,	
2014).	 This	 was	 echoed	 by	 Mundt‐Leach	 (2016)	 who	 suggests	
closer	 working	 relationships	 between	 palliative	 care	 and	 addic‐
tion	services.	Dzul‐Church	et	al.	 (2010)	and	Sulistio	and	Jackson	
(2013)	highlight	complex	 issues	 related	 to	poverty,	multiple	sub‐
stance	use	and	emotional	and	social	difficulties.	In	particular,	pain	
management	 strategies	 should	be	more	effective	with	 increased	
awareness	of	the	challenges	in	prescribing	for	analgesia	compared	
with	 opioid	 substitution	 therapy	 (Sulistio	 &	 Jackson,	 2013)	 and	
healthcare	providers	 should	examine	 the	complexity	of	needs	 in	













supportive	 palliative	 care	 services	 (Kwon	et	 al.,	 2013b).	The	most	




cussed	 on	 the	 importance	 of	 screening	 and	 concerns	 about	 “un‐
documented”	alcohol	difficulties	and	its	 impact	on	people's	end	of	
life	experience.	This	focus	on	screening	for	alcohol	problems	among	
the	 end	 of	 life	 care	 population	mirrors	 the	 concerns	 identified	 in	
the	pain	literature	around	“chemical	coping”,	where	people	use	sub‐
stances	 to	 compensate	 for	 the	 inadequate	 pain	 relief	 prescribed	
(Kwon	et	al.,	2015).
Study quality Symbol Type of study Number % of all studies
High	(14–18) ↑ Primary 
Secondary
9 28.1%
Moderate	(10–13) → Primary 
Secondary
18 56.2%
Low	(6–9) ↓ Primary 
Secondary
5 15.6%
Total   32 100%
TA B L E  3  Quality	ratings	of	empirical	
literature
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TA B L E  4  Final	included	papers














users	in	treatment	in	the	North	West	of	England.	International Journal of Drug Policy,	21(5),	429–431.	
DOI:	10.1016/j.drugpo.2010.01.012
9 UK




ginia	hospices. Journal of Palliative Medicine,	16	(3),	237–242.	https	://doi.org/10.1089/jpm.2012.0263
8 USA
Burton‐MacLeod,	S.,	&	Fainsinger,	R.,	L.	(2008).	Cancer	pain	control	in	the	setting	of	substance	use:	
Establishing	goals	of	care.	Journal of Palliative Care,	24	(2),	122–125.
Non‐empirical Canada
Carmichael,	A.,	N.,	Morgan,	L.,	&	Del	Fabbro,	E.	(2016).	Identifying	and	assessing	the	risk	of	opioid	
















Collier,	R.	(2011).	Bringing	palliative	care	to	the	homeless.	CMAJ:	Canadian Medical Association Journal,	
183(6),	E317‐E318.	https	://doi.org/10.1503/cmaj.109–3756
Non‐empirical Canada








older	adults	in	methadone	maintenance	treatment?	Implications	for	Training.	Journal of Social Work in 
End‐ of‐ Life & Palliative Care,	10(2),	186–204.	https	://doi.org/10.1080/15524	256.2014.906370.
Non‐empirical Canada
Dzul‐Church,	V.,	Cimino,	J.	W.,	Adler,	S.	R.,	Wong,	P.	&	Anderson,	W.	G.	(2010).	"I'm	sitting	here	by	
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FINAL PAPERS (n = 60) Quality indicator Country of Origin
Irwin,	P.,	Murray,	S.,	Bilinski	A.,	Chern,	B.,	&	Stafford,	B.	(2005).	Alcohol	withdrawal	as	an	underrated	
cause	of	agitated	delirium	and	terminal	restlessness	in	patients	with	advanced	malignancy.	Journal of 




































































facility	for	people	living	with	HIV/AIDS:	A	qualitative	study.	Journal of the International AIDS Society, 17 
(1)	18855.	https	://doi.org/10.7448/IAS.17.1.18855	
12 Canada
TA B L E  4   (Continued)
(Continues)
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FINAL PAPERS (n = 60) Quality indicator Country of Origin
Mercadante,	S.,	Porzio,	G.,	Caruselli,	A.,	Aielli,	F.,	Adile,	C.,	Girelli,	N.,	Casuccio,	A.,	&	Home	Care‐Italy,	
G.	(2015)	The	frequency	of	alcoholism	in	patients	with	advanced	cancer	admitted	to	an	acute	pallia‐














Population	Considered	by	the	Medical	Examiner.	Journal of Social Work in End‐ of‐ Life & Palliative Care, 
8(3)	265–271.	https	://doi.org/10.1080/15524	256.2012.708111
11 Canada





















































nance	therapy:	a	systematic	review	of	the	literature.	BMJ Supportive & Palliative Care,	7(4)	383–389.	
DOI:	10.1136/bmjsp	care‐2016‐001126
Non‐empirical USA
TA B L E  4   (Continued)
(Continues)









ity	patterns	 in	Sweden	and	 found	that	 the	average	age	of	death	was	
47	years;	25–30	years	 less	 than	 the	general	population.	Women	had	
lower	mortality	rates	and	accidents	and	suicides	were	the	most	common	
causes	of	death	in	younger	substance	users,	with	cardiovascular	disease	





suggests	 that	more	attention	 is	given	to	direct	DRDs	rather	 than	the	
long‐term	consequences	of	drug	use.	Two	papers	looked	at	older	drug	

















needs.	 It	 appears	 policy	 and	 practice	 have	 yet	 to	 respond	 to	 the	
emerging	needs	of	people	with	problematic	substance	use	at	or	near,	
their	end	of	life	in	a	significant	way.	This	is	a	concern	given	the	trends	
around	 substance	use	 among	older	 age	groups	 and	 the	 increasing	























incidence	 and	 also	 the	 health	 and	 social	 care	 responses	 available	
to	 people	with	 experience	 of	 both	 substance	 use	 and	 life	 limiting	
illness.	 There	 are	 a	 wide	 range	 of	 co‐morbidities	 associated	 with	





conditions;	 they	need	developing,	piloting	and	evaluating	 for	 their	
FINAL PAPERS (n = 60) Quality indicator Country of Origin
Walsh,	A.	F.	&	Broglio,	K.	(2010).	Pain	Management	in	Advanced	Illness	and	Comorbid	Substance	












behind	bars:	the	epidemiology	of	pain	in	older	jail	inmates	in	a	county	jail.	Journal of Palliative Medicine,	
17(12),	1336–1343.	https	://doi.org/10.1089/jpm.2014.0160
12 USA
TA B L E  4   (Continued)
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effectiveness.	Aldridge	et	al.	(2017)	and	Luchenski	et	al.	(2018)	high‐




























REAs	 have	 a	 number	 of	 limitations	 including	 the	 breadth	 and	
depth	of	 the	searching.	The	number	and	type	of	databases	used	
for	 searching	 are	 often	 limited	 to	 allow	 for	 a	 more	 rapid	 result	
and	usually	do	not	include	the	comprehensive	searching	involved	
in	 systematic	 reviews	 (,	undated).	These	 limitations	apply	 to	 this	
study	 too.	 The	 decision	 to	 set	 the	 cut‐off	 date	 at	 2004	 and	 to	
access	 only	 English	 language	 literature	meant	 that	 some	 studies	





and	 social	 care	 sources	were	 accessed	 for	 this	 review.	 It	 is	 pos‐
sible	that	more	databases	may	have	produced	additional	material.	
Similarly,	 expanding	 our	 search	 terms	 to	 include	 specific	 health	
conditions	 and	 specific	 types	 of	 licit	 and	 illicit	 drugs	 may	 have	
produced	 further	hits.	Data	extraction	 and	 critique	 is	often	 lim‐
ited	with	REAs	resulting	in	a	focus	on	methodology	and	only	key	
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